This article provides a framework labeled ACT that aims to successfully integrate family caregivers and patients into one unit of care, as dictated by the hospice philosophy. ACT (assessing caregivers for team interventions) is based on the ongoing assessment of the caregiver background context, primary, secondary, and intrapsychic stressors as well as outcomes of the caregiving experience and subsequently, the design and delivery of appropriate interventions to be delivered by the hospice interdisciplinary team. Interventions have to be tailored to a caregiver's individual needs; such a comprehensive needs assessment allows teams to customize interventions recognizing that most needs and challenges cannot be met by only one health care professional or only one discipline. The proposed model ensures a holistic approach to address the multifaceted challenges of the caregiving experience.
Introduction
Hospice care provides palliative and passionate care for people in the last phases of a terminal disease and their families, so that they may live with dignity and as fully and comfortably as possible. The number of individuals and their families receiving hospice services has grown by 162% during the past 10 years, establishing hospice care as the preferred service for terminally ill individuals in the United States. 1 The philosophy of hospice care is based on the underlying principles of holistic care (the patient and their family are the unit of care 2 ) and self-determination (it is the patient and family's beliefs, values, culture, and lifestyle that govern decisions pertaining to care 3 ). This framework highlights that family caregivers are essential to the delivery of hospice services. A family caregiver is a relative, friend, or other individual who is the primary caregiver of the hospice patient at home. In addition to the physical tasks associated with caregiving and the emotional support, family caregivers are often proxies for clinical decision making, given the deteriorating condition of terminal patients. 4 As hospice grows, we need to address identified barriers and needs such as family caregivers' need for emotional support and meaningful communication with hospice providers. [5] [6] [7] Social and emotional support has been found to be critical in helping family caregivers cope with caring for the dying patient. 8, 9 Whereas clinicians tend to focus on the physical aspects of care, family caregivers and their patients experience end of life with a broader psychosocial and spiritual perception shaped by a lifetime of experiences. 10 As Steinhauser et al argue, quality care at the end of life is highly individual and should be achieved through a process of clear communication and shared decision making that acknowledges the values and preferences of patients and their family caregivers. 10 Caregivers often feel that there is little attention paid to their views and perceptions, which challenges their hospice experience. 11 Hospice providers may fail to fully address caregivers' own emotional, spiritual, and clinical needs as well as other characteristics that may affect their caregiving tasks. An example how caregivers' views and fears may affect the delivery of hospice services is pain management where caregivers' fears, beliefs, lack of assessment skills, burden, and strain are found to be barriers to family caregivers' ability to adequately manage their loved one's pain. [12] [13] [14] [15] In a study of caregiver perceptions of pain management and subsequent analysis of hospice team meetings, Oliver et al found that while caregivers have significant concerns and fears pertaining to pain management that can potentially affect adherence to medication regimens, the hospice teams are not addressing or even mentioning these concerns. 16 Furthermore, while hospice care is based on the notion of interdisciplinary provider collaboration and federal regulations mandate hospices to hold interdisciplinary team (IDT) meetings consisting of several hospice providers (eg, medical director, nurse, social worker, and so on) 17 , patients and their family caregivers are currently absent from these discussions. 18 As a result, some IDT members who make decisions about the care plan, may not have met the family caregiver or be unaware of their burden, fears, or preferences.
The notion that the patient and the family caregiver consist together the unit of care is intrinsically nested in the hospice philosophy. This however has not translated into specific guidelines for the inclusion of family caregivers in the decision making process or for the assessment of caregivers' needs and preferences. Although scientific literature includes individual interventions that have been designed to address caregivers' coping needs (eg, a coping skills intervention delivered by nurses to caregivers of cancer patients in 3 face-to-face visits, 19 support phone calls made by nurses to caregivers of patients with cancer 20 ), these initiatives are based on family caregivers' interactions with one hospice provider only (usually the hospice nurse) and address one aspect of the caregiving experience in silo (eg, stress or coping skills). However, there is a lack of interventions that are based on an interdisciplinary holistic view of hospice and include caregivers in the ongoing decision making process of hospice services.
In the following, we describe a proposed framework for the inclusion of family caregivers in the core of hospice services and their assessment by hospice teams, which ultimately leads to customized interventions to improve the quality of hospice care and address any barriers that may challenge the integration of caregiver and patient into one unit of care. Furthermore, we highlight the benefits of the proposed framework and the practical implications for its implementation in the hospice setting.
Assessing Caregivers for Team Interventions and the Caregiving Experience
Although family caregivers are essential to the delivery of hospice services, this experience affects their own morbidity and quality of life. The impact of the anxiety resulting from the caregiving experience on the health and well being of caregivers has been described, 21 and there is a growing literature on the consequences in terms of the physical and mental health of the family caregiver. 22 Anxiety, depression, poor self-esteem, feelings of isolation as well as fatigue and somatic health problems have all been identified as typical symptoms for a primary caregiver of a dying relative at home. 23 Kinsella and colleagues 23 categorized caregiver burden into an objective form, represented by tangible costs, physical care demands, and disruptions to daily routines, and a subjective form represented by the caregiver's appraisal of the impact of caring, the emotions aroused by caregiving, and the coping resources. In this context, Kinsella et al 23 identified factors that affect the caregiving experience: personality, stressor appraisal, use of coping strategies, the availability and adequacy of social support, family functioning, and competing commitments.
The degree of anxiety occurring as a consequence of caregiving is counterbalanced by some degree of positive gains from the experience along with the degree of support and information gained from the hospice staff. 24 In situations where the stress outweighs personal resources and external coping, general health and well-being deteriorates, social participation is inhibited and there are inevitable psychological complications. 23, 25 Due to this stress response, the use of an anxiety appraisal and coping model helps to understand the process of any intervention aimed at reducing anxiety through the provision of support and information. The most comprehensive model of stress and coping indicating the mediating factors in the process of caregiving was developed by Pearlin et al, 26 which was further developed and modified by Meyers and Gray. 27 We are proposing an approach labeled Assessing Caregivers for Team Interventions (ACT) that is based on the ongoing assessment of the background context, primary, secondary, and intrapsychic stressors as well as outcomes of the caregiving experience and subsequently, the design and delivery of appropriate interventions to be delivered by the hospice team (ensuring a holistic approach to addressing the multifaceted challenges of the caregiving experience). Assessing caregivers for team interventions can therefore act as one of the mediators that can affect the overall caregiver experience and improve outcomes such as satisfaction with hospice care, reduce anxiety, and improve overall quality of care (see Figure 1 ).
Assessing caregivers' background, primary, secondary, and intrapsychic stressors and tailoring a team intervention enable hospice providers to not only gain insight into the caregiving experience but to also address any stressors and provide the tools that can mediate stress responses with appropriate support and information. The background context should already be part of the patient's chart. The assessment of primary, secondary, intrapsychic stressors, and outcomes can rely on standardized instruments as well as interactions and observations by hospice providers. The hospice team can then review findings during the IDT meetings and determine a plan of action based on identified needs and challenges and areas of expertise of the participating members.
To increase the efficiency of ACT as a model of inclusive and holistic care, it is appropriate for 1 member of the hospice team to act as the caregiver advocate who summarizes the findings of the ongoing assessment and highlights areas that need to be addressed by the team. This member can also ensure that caregivers are informed and have access to appropriate resources, and as a caregiver advocate explore ways to increase communication between the family caregiver and the IDT team and solicit caregiver's feedback in the decision making process. Assessing caregivers for team interventions is a tool to enable the implementation of the overall theoretical premise of hospice care that dictates treating patients and their family caregiver as one unit.
Delivering Team Interventions
The IDT interventions based on the caregiver assessment can be aiming to reduce the actual caregiving tasks and/or provide support and enhance caregivers' coping skills and education. Such empowering interventions designed by the hospice team can draw from the theoretical framework of the prepared family caregiver model, 28 which indicates that training caregivers to effectively manage problems will empower them and moderate caregiving stress. The unique problem solving framework builds on the original work of Nezu et al and D'Zurilla et al, which integrated a problem solving approach with cognitive behavioral strategies. 29, 30 The framework advocates 2 determining processes of problem management namely, problem orientation and problem solving. 31 Problem orientation represents the motivational component of the overall problem-solving process. Actual problem solving involves 4 identified skills:
(1) problem definition and formulation, which involves gathering data and information, articulating the issue in clear terms, identifying the challenge, and setting realistic goals; (2) generation of alternative coping strategies; (3) decision making; and (4) solution implementation. 29 The assessment of caregivers' primary, secondary, and intrapsychic stressors as well as outcomes of the hospice process can guide the problem definition and formulation and the assignment of responsibilities among team members to ensure that different members assist with different problems or dimensions of a challenging situation but at the same time enable awareness of caregiver issues and coordination of tasks and services among all team members.
Educational interventions can target possible fears, myths, or misperceptions highlighted by the caregiver assessment. For example, Oliver et al found, when administering the Caregiver Pain Medicine Questionnaire to hospice caregivers, that the overwhelming majority expressed agreement with at least one statement on that instrument that indicates some reservations or misinformation regarding pain management or medication administration. 16 In a study of hospice patient and caregiver congruence in reporting patients' symptom intensity, McMillan and Moody 15 found that family caregivers could not reliably assess patient symptom intensity and expressed in some cases little or no understanding of patient symptoms and symptom etiology. The assessment of caregivers' stressors as part of the ACT intervention would highlight such challenges and allow the hospice team to deliver an intervention to educate caregivers on the myths of pain management, an explanation of patient symptoms, and ways to systematically assess them, in an effort to ease caregiver anxiety and fear, promote adherence to medication regimens, and overall improve pain management.
Practical Implications of ACT
Implementing ACT in the hospice setting involves several practical implications. Hospice agencies struggle to provide adequate or frequent support to caregivers as they are faced with a series of challenges. The Institute of Medicine (IOM) has identified obstacles in end-of-life care 32 such as problematic or infrequent communication between all involved parties and limited resources. While caregivers rate communication as essential to the support they receive and seek regular contact with hospice providers, 33 it is in many cases not practical for them to attend hospice IDT meetings due to geographic constraints, lack of time, and concerns leaving a frail loved one alone. Furthermore, hospice agencies may not be able to easily increase the number of visits to the patient's home to improve communication with patients and caregivers. Assessment of and communication with caregivers and their participation in hospice team meetings can be in many cases facilitated with the use of technology. For example, the Internet can be used to enable caregivers to access educational material or virtual support groups and to respond to ongoing surveys assessing stressors and outcomes. Furthermore, the use of regular phones, videophones, or other videoconferencing applications can be used to allow caregiver involvement in the team meetings, if so desired or required by the proposed team intervention. In previous work we recognized the potential of telehealth technologies such as videoconferencing solutions, Web applications, message boards, and online support groups for hospice caregivers. 34 Similar tools can be used to enhance communication between caregivers and IDT members as part of ACT.
The implementation of ACT also requires education of the hospice staff to provide them with the skills to interpret the caregiver assessment findings and design and deliver the appropriate intervention. Training should address not only how IDT members communicate with caregivers but also with each other regarding roles and assignments to maximize the potential of interdisciplinary work.
Finally, an infrastructure needs to be in place to facilitate information exchange among team members and caregivers. A study of IDT meetings revealed challenges in the information flow during these meetings (for example, retelling of facts, lack of access to patient charts, documentation gaps, challenges in updating records). 35 The efficiency of team meetings and ultimately the delivery of team interventions within ACT can be increased if a leader or facilitator and a caregiver advocate are defined. The facilitator can plan the structure and procedures of the meetings while the caregiver advocate summarizes the findings of the caregiver assessment and enables the team to recognize specific needs and areas for improvement.
ACT requires structured documentation. Documentation needs to become a priority for both the facilitator and the responsibility for the caregiver advocate before the meeting begins. In addition to specific tools that can facilitate the implementation of ACT, there are structural characteristics pertaining to the organizational nature of a hospice agency that can contribute to maximizing the efficiency of team interventions. These include manageable caseloads, an organizational culture that supports interdisciplinary collaboration and administrative support. 36 Finally, the success of ACT will depend on the agency's commitment to practically and efficiently implement the core principle hospice, namely treating patients and family caregivers as one unit of care.
Discussion
Assessing caregivers for team interventions promotes an evidence-based approach to hospice care planning. The variables that are included in the set of background context, primary, secondary, and intrapsychic stressors have been found to affect the overall caregiving experience and ultimately the outcomes of hospice care. The focus on both process variables and outcomes allows for continuous quality improvement and integration of evidence-based guidelines. Assessing caregivers for team interventions is also a translational tool as it is based on the practical implementation of a theoretical framework of the caregiving experience and translation of extensive research on stressors into concrete guidelines for the delivery of holistic hospice services.
Assessing caregivers for team interventions recognizes that the ''provision of information is the primary intervention in palliative care.'' 37 When caregivers voice questions or concerns and perceive that these are adequately addressed, their satisfaction and quality of life are improved and fewer depressive symptoms are reported. 38 Interventions have to be tailored to a caregiver's individual needs and such a needs assessment must be a comprehensive evaluation of the individual caregiver's psychosocial and physical profile and background. The identified needs in most cases cannot be met by only 1 health care professional or only 1 discipline 37 but will need to be discussed and addressed by a multidisciplinary team.
Finally, ACT supports a bidirectional information flow between the hospice team members and the caregivers. Saltz and Schaefer 39 suggest that certain process elements of team functioning can be influenced by caregiver involvement, especially assessment, care planning, and implementation of plans. Lack of caregiver input into problem solving or decision making, however, negatively affects care plans due to incorrect assumptions about the patient/family perspectives that influence the process. 39 Assessing caregivers for team interventions provides a platform for caregivers to have a voice in the decision making process but also to receive feedback and guidance from the hospice team.
